The European Association for Palliative Care (EAPC) Task Force on the Development of Palliative Care in Europe reports its findings in this issue of Palliative Medicine. 1 The objective of the Task Force was to assess the degree of palliative care development (as defined by the World Health Organization) in 52 countries and a population of 879 million people. Superficially, the report is a set of tables presented with the tacit assumption that centrally planned health systems will politely accept the data as an important element of their passionless planning for the public good. For those who know government and policy-making, it is ever so much more than that. Human emotions like pride, shame and competitiveness play as much or more of a role than the data itself.
I suspect the EAPC Task Force hopes that many, including ministers of health, will read these results as if they were the standings of a football league. Such a reader will want to know if his or her team is 'ahead' or 'behind' in the overall standings. Then, the reader will look for who is at the top and who is at the bottom. If such a reader has any influence, the reader will then begin to imagine what he or she can do to advance his or her country's standings.
Leaders in palliative care could use these data in a more direct way to increase its effect. For example, the Robert Wood Johnson Foundation in the USA sponsored a project with this intent. 2 Using a set of quality measures, each of the 50 states was graded using a five-point scale akin to a grade school report card where an 'A' was excellent and an 'E' was failing. The grades were colour coded with an 'A' being verdant green and an 'E' being scarlet red. On a map, each state was shown in the colour of its grade. It made an arresting visual impact with the interesting pattern of red and green. Importantly, the evaluations were reported in the national news media and led to legislative action and regulatory reform. I suspect the EAPC hopes for similar effects in Europe. From an American perspective, it needs marketing and spin.
I suspect the reason the EAPC will hesitate to market the findings in this fashion is the problem of language. The report demurely notes the Task Force found diversity 'in the types of services within different countries and the lack of unified standards and universally accepted definitions of each type of available resource' 1 . They go on to say that, 'What is understood by the term "Hospice" or how resources such as "Home Care" and "Inpatient Unit" are defined and quantified, varies considerably between different countries and between different regions. An additional confounding factor was the different interpretations of what was considered to be a specialist palliative care resource'.
This reminds me of a quotation from Lewis Carroll's book, Through the Looking Glass. This work of children's literature by the English mathematician and author, the Reverend Charles Lutwidge Dodgson, written under the pseudonym Lewis Carroll in 1871, tells the story of a girl named Alice who walks through the mirror above the fireplace in her family's sitting room into a fantasy realm populated by talking chess pieces, among other creatures. The satirization of human behaviour has made it a beloved book for adults. Here is the sentence that follows Alice telling Humpty-Dumpty he said something that makes no sense. 'When I use a word, "Humpty-Dumpty said in rather a scornful tone," it means just what I choose it to meanneither more nor less'. 3 I wonder if the EAPC Task Force felt like Alice when they collected their information. From their report, it would appear that the 52 countries define words like 'hospice' and 'palliative care' as Humpty-Dumpty does, with a meaning that suits them, without regard to how others use the term. This bedevils conversation and comparisons. It also bedevils progress.
The Canadian Hospice Palliative Care Association worked for over 15 years to overcome 'Humpty-Dumpty Syndrome' to advance palliative care in the 10 provinces (each with its own health care system and way of doing things) of that vast country to develop a national consensus on the meaning of hospice and palliative care. A principle reason for the long duration of the project was the intransigence of various stakeholders to give up their own 'special meanings' of words so that a common language could be developed. In other words, they encountered many people like Humpty-Dumpty. Nevertheless, with persistence and a consistent vision that a common language would enable effective advocacy in provincial and federal health care funding, a document was laboriously vetted with each local program. The process of obtaining painstaking agreement included an important commitment; participants agreed to use the consensus terms in their agreed upon meaning. 4 The outcome was national standards (and funding) for palliative care for all Canadians. A similar, but abbreviated, effort was achieved in the USA. The US document is being used for national standards with which to judge the competitive health plans serving all 50 States and 301 million citizens. 5 Having served on the US committee, I can personally attest Editorial Humpty-Dumpty Syndrome to the fits of temperament and the near collapse of discussions over the meanings of words.
It would appear that, to speak with one voice, the EAPC will need to do something similar if the data in their study are to have the desired effect. I expect the task will be more challenging than in North America -after all, these are countries with millennia of history and language that keep them separated. In fact, I observe a lot of pride in the differences. Yet, if the strategy of using a comparative chart is to have any leverage at all, it will have to be based on a shared language where the same word will have the same meaning in each country where it is used. As long as Humpty-Dumpty Syndrome persists, where each feels free to use words in the way he or she wishes to use them with no reference to a standard, we should
